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Department of the Treasury
Internal Revenue Service

Return of Organization Exempt From Income Tax

Under section 501(c), 527, or 4947(aX1) of the Internal Revenue Code
(except black lung benefit trust or private foundation)

> The organization may have to use a copy of this return to satisfy state reporting requirements

OMB No 1545-0047

2011

. Opento Pubhc o

"a g g, Inspechon :

i

A For the 2011 calendar year, or tax year beginning

, 2011, and ending

]

B Cc
CYSTINOSIS RESEARCH FOUNDATION

18802 BARDEEN AVE.
IRVINE, CA 92612

Check if applicable
Address change
Name change
Inttial return
Terminated

Amended return

D Employer Identification Number

32-0067668

E Telephone number

949-223-7610

G Gross recexpts

2,472, 117

F Name and address of principal officer

SAME AS C ABOVE

Apphcation pending

H(b) Are all affihates included?

X]s010® [ ]s01ce) ¢

Tax-exempt status )< (insert no)

[ 447y or [ 527

H(a) Is this a group return for athhates?

Yes

No

Yes

If ‘No," attach a list (see instructions)

NED, AUG 2 9 2008

;evenue

|
J Website: > WWW . CYSTINOSISRESEARCH . ORG H(c) Group exemption number »
IK Form of organization H Corporation l—] Trust m Association I_l Other ™ I L Year of Formation 2003 J M state of legal domicile CA
Rart I3
1 Briefly describe the organization's mission or most significant actvities THE CYSTINOSIS RESEARCH FOUNDATION'S
g MISSION IS _TO_SUPPORT BENCH,CLINICAL AND TRANSLATIONAL CYSTINOSIS_RESEARCH FOR_ _ _ _
5 BETTER_TREATMENTS_AND_A CURE._ _CRF_HAS_BEEN INSTRUMENTAL IN ESTABLISHING A _GLOBAL _
£ PATIENT REGISTRY. TQ HELP ACCELERATE CYSTINQSIS_RESEARCH PROGRESS. _ _ _ _ ___ _ ___ __
2| 2 Check this box ™ |:| if the organization discontinued its operations or disposed of more than 25% of its net assets
: 3 Number of voting members of the governing body (Part VI, line 1a) 3 13
o | 4 Number of independent voting members of the governing body (Part VI, line 1b) 4 13
.j% 5 Total number of individuals employed 1n calendar year 2011 (Part V, line 2a) 5 0
% 6 Total number of volunteers (estimate if necessary) 6 0
< | 7a Total unrelated business revenue from Part VIII, column (C), line 12 7a 0.
b Net unrelated business taxable income from Form 990-T, line 34 7b 0.
Prior Year Current Year
8 Contributions and grants (Part VIII, line 1h) 2,220,084. 2,310, 205.
9 Program service revenue (Part VIII, line 2qg)
10 Investment income (Part VIII, column (A), lines 3, 4, and 7d) 39,172, 23,544,
11 Other revenue (Part VI, column (A), ines 5, 6d, 8c, 9¢, 10¢, and 11e)
12 Total revenue — add lines 8 through 11 (must equal Part VIII, column (A), line 12) 2,259,256. 2,333,749.
13 Grants and similar amounts paid (Part IX, column (A), lines 1-3) 2,572,395. 1,367,294.
14 Benefits paid to or for members (Part IX, column (A), line 4)
w 15 Salaries, other compensation, employee benefits (Part I1X, column (A), lines 5-10)
§ 16a Professional fundraising fees (Part I1X, column (A), line 11e)
é’. b Total fundraising expenses (Part IX, column (D), line 25) » 354, 445. I A ‘f; SO “ﬁ‘i‘ Ao
“'1 17 Other expenses (Part IX, column (A), ines 11a-11d, 11f-24e) 520, 998. 575, 735 .
18 Total expenses Add lines 13-17 (must equal Part I1X, column (A), line 25) 3,093,393. 1,943,029.
19 Revenue less expenses Subtract line 18 from line 12 [ ot % 1 -834,137. 390, 720.
8§ ' LTSI Qi Beginning of Current Year End of Year
‘§_§ 20 Total assets (Part X, line 16) Pt 85 3,469,901. 3,179, 445.
fg 21 Total habilities (Part X, ine 26) ﬂg‘g AUG 16 2012 { 2,325,223. 1,675,242.
25 ) U)a
2z | 22 Net assets or fund balances Subtract line 21 from hine 20 § A 1,144,678. 1,504, 203.
[Part Il [Signature Block S A N — {\‘.""".TF“'"Q
O/, U i
grschedutes=and- stalemerﬂs"and to the best of my knowledge and belief, 1t 1s true, correct and

Under penalties of perjury, | declare that | have examined this return mciuding accom
complete Declaration of preparer (othe

n oﬁncer) 1s based on all mformaln%y wh?c”reparev has any knowledge

> X ez €&/ CIErES
Slgn /Sinature of oﬂy(/ pe}ie /
Here p GEOFFREY STACK TRUSTEE

Type or print name and ttle
Print/Type preparer’s name r9r'y signature Dale Check le PTIN
y
Paid PETER MONTGOMERY / s MV\ seltempioyed | P01209820
Preparer [rfumsname > MONTGOMERY, GLICK & COMPANY \  / /
Use Only |rimsadmess » 23801 CALABASAS RD STE 103 FumsEIN > 95-4489850
CALABASAS, CA 91302 Phoneno (818) 999-6967

May the IRS discuss this return with the preparer shown above? (see instructions)

[Yl Yes ﬂ No

BAA For Paperwork Reduction Act Notice, see the separate instructions.

TEEAQ113L 08/18/11
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Form 990 (2011) CYSTINOSIS RESEARCH FOUNDATION 32~-0067668 Page 2
[Part lI_| Statement of Program Service Accomplishments
Check if Schedule O contains a response to any question in this Part il m
1 Bnefly describe the organization's mission
SEE SCHEDULE O _ _ _ __ _ _ _ _ _ _ ool __
2 Did the organization undertake any significant program services during the year which were not listed on the prior
Form 990 or 990-EZ” [] Yes No
If 'Yes,' describe these new services on Schedule O
3 Did the organization cease conducting, or make significant changes in how 1t conducts, any program services? |:| Yes No
If 'Yes,' describe these changes on Schedule O
4 Describe the organtzation's program service accomplishments for each of its three largest program services, as measured by expenses
Section 501(c)(3) and 501(c)(4) orgamzations and section 4947(a)(1) trusits are required to report the amount of grants and allocations to
others, the total expenses, and revenue, if any, for each program service reported
4a (Code (Expenses $ 1,367,294. including grants of $ 1,367,294.) (Revenue $ )
WHEN THE CYSTINOSIS RESEARCH FOUNDATION WAS ESTABLISHED, ONE OF OUR GOALS WAS TO __ __
IMPROVE THE QUALITY OF LIFE FOR CHILDREN WITH CYSTINOSIS. FINDING MORE EFFECTIVE _ _ __
_TREATMENTS FOR _CYSTINOSIS WAS THE KEY TO THAT GOAL. WE_HAVE AGGRESSIVELY PURSUED NEW _
_AND CUTTING-EDGE RESEARCH BY PURSUING_ THE_BEST AND THE BRIGHTEST SCIENTISTS. THE CRF _
APPROACH TO RESEARCH IS INTERDISCIPLINARY AND MULTI-FACETED. WE PRIORITIZE __ _ ___ __
COLLABORATIONS AND CYSTINOSIS RESEARCH STUDIES THAT RESULT IN_HUMAN CLINICAL TRIALS. _
WE_ARE_INCREASINGLY FOCUSED ON_THE CLINICAL AND TRANSLATIONAL RESEARCH CRUCIAL TO _ _ _
MAKING THE NECESSARY STRIDES TOWARD A CURE FOR CYSTINOSIS. _ __ __ ____ ___________
4b (Code (Expenses $ 41, 220. including grants of $ ) (Revenue $ )
SEE SCHEDULE O _ _ _ _ _ _ _ _ _ _
4c (Code MidBRE7]) (Expenses $ 35,155, including grants of $ ) (Revenue $ )
PRINTING AND POSTAGE COSTS_FOR_PROGRAM SERVICES _ _ _ _ __ _ _ _ ___ __ _ ______________
4d Other program services (Describe in Schedule O ) SEE SCHEDULE O
(Expenses $ 12,631. including grants of $ ) (Revenue $ )
4e Total program service expenses » 1,456, 300.
BAA TEEA0102L 07/05/11 Form 990 (2011)
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32-0067668 Page 3
|[Part IV_[Checklist of Required Schedules
Yes | No
1 s the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)? If 'Yes,' complete
Schedule A 1] X
2 Is the organization required to complete Schedule B, Schedule of Contributors (see instructions)? 2 X
3 Did the organization engage in direct or indwect poliical campaign activities on behalf of or in opposition to candidates
for public office? If 'Yes,' complete Schedule C, Part | 3 X
4 Section 501(c)3) organizations Did the organization engage in lobbying activities, or have a section 501(h) election
in effect during the tax year? If 'Yes,' complete Schedule C, Part Il 4 X
5 Is the organization a section 501(c)(4), 501(c)(5), or 501(c)(6) organization that receives membership dues,
assessments, or similar amounts as defined in Revenue Procedure 98-19? If 'Yes,' complete Schedule C, Part Il 5 X
6 Did the orgamization mamtain any donor advised funds or any similar funds or accounts for which donors have the nght
}g provide advice on the distnbution or investment of amounts in such funds or accounts? If 'Yes,’ complete Schedule D, 6 X
art |
7 Did the orgamization receive or hold a conservation easement, including easements to preserve open space, the
environment, historic land areas or historic structures? If 'Yes,' complete Schedule D, Part Il 7 X
8 Did the orgamization maintain collections of works of art, historical treasures, or other similar assets? /f 'Yes,'
complete Schedule D, Part Il 8 X
9 Did the orgamzation report an amount 1n Part X, line 21, serve as a custodian for amounts not hsted in Part X,
or provide credit counseling, debt management, credit repair, or debt negotiation services? If 'Yes,' complete
Schedule D, Part IV 9 X
10 Did the organization, directly or through a related organization, hold assets in temporarily restricted endowments,
permanent endowments, or quasi-endowments? /f 'Yes,’ complete Schedule D, Part V 10 X
|
11 If the organization’s answer to any of the following questions 1s 'Yes', then complete Schedule D, Parts VI, VII, VIII, 1X, |
or X as applicable ]
a Did the organization report an amount for land, buildings and equipment in Part X, ine 10? /f 'Yes,' complete Schedule
D, Part VI Ma|l X
b Did the organization report an amount for investments— other secunties in Part X, line 12 that 1s 5% or more of its total
assets reported in Part X, line 16? If 'Yes,' complete Schedule D, Part VII 11b X
¢ Did the organization report an amount for investments— program related in Part X, ine 13 that 1s 5% or more of its total
assets reported in Part X, line 16? If 'Yes,' complete Schedule D, Part Vil 11c X
d Did the organization report an amount for other assets in Part X, hine 15 that 1s 5% or more of its total assets reported
in Part X, ne 16? If 'Yes,’' complete Schedule D, Part IX 11d X
e Did the organization report an amount for other habilities in Part X, ine 25? /f 'Yes,' complete Schedule D, Part X 1le X
f Did the organization's separate or consolidated financial statements for the tax year include a footnote that addresses
the organization's lability for uncertain tax posittons under FIN 48 (ASC 740)? If 'Yes,’ complete Schedule D, Part X 11€ X
12a Did the organization obtain separate, independent audited financial statements for the tax year? If 'Yes,' complete
Schedule D, Parts XI, Xll, and Xl 12al X
b Was the organization included in consolidated, independent audited financial statements for the tax year? If 'Yes,' and
if the organization answered 'No' to line 12a, then completing Schedule D, Parts Xi, Xil, and Xlll is optional 12b X
13 Is the organization a schoo! described in section 170(b)(1)(A)(u)? If 'Yes,' complete Schedule E 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States? 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising,
business, investment, and program service activities outsitde the United States, or aggregate foreign investments valued
at $100,000 or more? If 'Yes,' complete Schedule F, Parts | and IV 14b X
15 Did the organization report on Part 1X, column (A), line 3, more than $5,000 of grants or assistance to any organization
or entity located outside the United States? If 'Yes,' complete Schedule F, Parts Il and IV 15 X
16 Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grants or assistance to
individuals located outside the United States? If 'Yes,' complete Schedule F, Parts 1l and IV 16 X
17 Dud the organization report a total of more than $15,000 of expenses for professional fundraising services on Part IX,
column (A), hnes 6 and 11e? If 'Yes,' complete Schedule G, Part | (see instructions) 17 X
18 Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part VI,
lines 1c and 8a? If 'Yes,' complete Schedule G, Part Il 18 X
19 Did the organization report more than $15,000 of gross income from gaming activities on Part VIII, ine 9a? /f 'Yes,’
complete Schedule G, Part Il 19 X
20 aDud the organization operate one or more hospital faciliies? /f 'Yes,' complete Schedule H 20 X
b If 'Yes' to line 20a, did the organization attach a copy of its audited financial statements to this return? 20b

BAA TEEAOIO3L 01/23/12

Form 990 (2011)
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"' Porm 990 ¢2011) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 4
[Part IV [Checklist of Required Schedules (continued)
Yes | No
21 Did the organization report more than $5,000 of grants and other assistance to governments and organizations in the
United States on Part IX, column (A), ne 1? /f 'Yes,’ complete Schedule |, Parts | and Il 21 X
22 Did the organization report more than $5,000 of grants and other assistance to indwividuals in the United States on Part
IX, column (A), hne 27 If 'Yes,' complete Schedule |, Parts | and llI 22 X
23 Did the organization answer 'Yes' to Part VII, Section A, line 3, 4, or 5 about compensation of the organization's current
and former officers, directors, trustees, key employees, and highest compensated employees? If 'Yes,' complete
Schedule J 23 X
24a Did the organization have a tax-exempt bond i1ssue with an outstandlng principal amount of more than $100,000 as of
the last day of the year, and that was i1ssued after December 31, 20022 If 'Yes,' answer lines 24b through 24d and
complete Schedule K If ‘No, 'go to line 25 24a X
b Dd the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease
any tax-exempt bonds? 24c
d Did the organization act as an 'on behalf of' 1ssuer for bonds outstanding at any time during the year? 24d
25a Section 501(cX3) and 501(cX4) organizations. Did the organization engage In an excess benefit transaction with a
disqualified person during the year? If 'Yes,' complete Schedule L, Part | 25a X
b Is the organization aware that it engaged in an excess benefit transaction with a disqualified person in a prior year, and
that the transaction has not been reported on any of the organmization's prior Forms 990 or 990-E27 If 'Yes,' complete
Schedule L, Part | 25b X
26 Was a loan to or by a current or former officer, director, trustee, key employee, highly compensated employee, or
disqualified person outstanding as of the end of the organization's tax year? /f 'Yes,' complete Schedule L, Part I 26 X
27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantial
contributor or employee thereof, a grant selection committee member, or to a 35% controlled entity or family member
of any of these persons? If 'Yes,' complete Schedule L, Part Ili X
]
28 Was the organization a party to a business transaction with one of the following parties (see Schedule L, Part IV iwl
instructions for applicable filing thresholds, conditions, and exceptions) B
a A current or former officer, director, trustee, or key employee? If 'Yes,' complete Schedule L, Part IV X
b A family member of a current or former officer, director, trustee, or key employee? If 'Yes,' complete
Schedule L, Part IV 28b X
¢ An entity of which a current or former officer, director, trustee, or key employee (or a family member thereof) was an
officer, director, trustee, or direct or indirect owner? If 'Yes, ' complete Schedule L, Part IV 28c¢c X
29 Did the organmization receive more than $25,000 in non-cash contributions? If 'Yes,' complete Schedule M 29 X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
contributions? If 'Yes,' complete Schedule M 30 X
31 Did the organization hquidate, terminate, or dissolve and cease operations? If 'Yes,’ complete Schedule N, Part | 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets? If 'Yes,' complete
Schedule N, Part Il 32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations sections
301 7701-2 and 301 7701-3? If 'Yes,' complete Schedule R, Part | 33 X
34 Was the organization related to any tax-exempt or taxable entity? If 'Yes,' complete Schedule R, Parts II, Ill, IV, and V, 34 X
hne 1
35a Did the organization have a controlled entity within the meaning of section 512(b)(13)? 35a X
b Did the organization receive any payment from or engage 1n any transaction with a controlled entity within the meaning
of section 512(b)(13)? If 'Yes,' complete Schedule R, Part V, Iine 2 35b X
36 Section 501(c)3) organizations. Did the organization make any transfers to an exempt non-charitable related
organization? If 'Yes,' complete Schedule R, Part V, line 2 36 X
37 Did the organization conduct more than 5% of its activities through an entity that 1s not a related organization and that 1s
treated as a partnership for federal income tax purposes? If 'Yes,' complete Schedule R, Part VI 37 X
38 Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, hnes 11 and 19?
Note. All Form 990 filers are required to complete Schedule O 38 X

BAA

TEEAQ104L 07/05/11

Form 990 (2011)



. Form 990 2011) CYSTINOSIS RESEARCH FOUNDATION - 32-0067668 Page 5
Part V | Statements Regarding Other IRS Filings and Tax Compliance
Check if Schedule O contains a response to any question in this Part V I_l
Yes | No
1a Enter the number reported in Box 3 of Form 1096 Enter -0- 1f not applicable la 0 ;
b Enter the number of Forms W-2G included in line 1Ta Enter -0- if not applicable 1b 0 !
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming FEN
(gambhing) wiinings to prize winners? 1c
2a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax State-
ments, filed for the calendar year ending with or within the year covered by this return 2a 0 - o
b If at least one is reported on hne 2a, did the organization file all required federal employment tax returns? 2b
Note. If the sum of ines 1a and 2a 1s greater than 250, you may be required to e-file (see instructions) i _m%:fé o ;5
3a Dud the organization have unrelated business gross income of $1,000 or more during the year? 3a X
b If 'Yes' has it filed a Form 990-T for this year? If ‘No,' provide an explanation in Schedule O 3b
4a At any time during the calendar year, did the organization have an interest in, or a signature or other authority over, a
financial account in a foreign country (such as a bank account, securities account, or other financial account)? 4a X
b If 'Yes,” enter the name of the foreign country * ’3% B w{
See nstructions for filing requirements for Form TD F 90-22 1, Report of Foreign Bank and Financial Accounts i " 3
5a Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? 5a X
b Did any taxable party notify the organization that it was or 1s a party to a prohibited tax shelter transaction? 5b X
c If 'Yes,' to line 5a or 5b, did the organization file Form 8886-T? 5¢
6a Does the organization have annual gross receipts that are normally greater than $100,000, and did the organization
solicit any contnbutions that were not tax deductible? 6a X

b If 'Yes,' did the organization include with every solicitation an express statement that such contributions or gifts were
not tax deductible?

7 Organizations that may receive deductible contributions under section 170(c).

a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods and
services provided to the payor?

b If 'Yes,' did the orgamization notify the donor of the value of the goods or services provided?
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required to file

Form 82827 7¢ X
d If 'Yes," indicate the number of Forms 8282 filed during the year | 7d| R .
e Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? Je X
f Did the orgamzation, during the year, pay premiums, directly or indirectly, on a personal benefit contract? 7f X
g If the organization received a contrnibution of qualified intellectual property, did the organization file Form 8899
as required? 79
h If the organization received a contribution of cars, boats, arrplanes, or other vehicles, did the organization file a
Form 1098-C? 7h
8 Sponsoring organizations maintaining donor advised funds and section 509(a)3) supporting organizations. Did the ol o
supporting organization, or a donor advised fund maintained by a sponsoring organization, have excess business
holdings at any time during the year? 8
9 Sponsoring organizations maintaining donor advised funds. N
a Did the organization make any taxable distributions under section 49667 9a
b Did the organization make a distribution to a donor, donor advisor, or related person? 9b
10 Section 501(c)7) organizations. Enter ‘
a lnitiation fees and capstal contributions included on Part VI, hne 12 10a }
b Gross receipts, included on Form 990, Part VIII, hne 12, for publhc use of club facilities 10b
11 Section 501(c)12) organizations. Enter f
a Gross income from members or shareholders 11a '
b Gross income from other sources (Do not net amounts due or paid to other sources
agamnst amounts due or received from them ) 11b ~
12a Section 4947(a)(1) non-exempt charitable trusts. Is the organization fihng Form 990 in heu of Form 10412 12a
b If 'Yes,' enter the amount of tax-exempt interest received or accrued during the year IJZb[ '
13 Section 501(cX29) qualified nonprofit health insurance issuers. . b
a Is the organization licensed to 1ssue qualified health plans in more than one state? 13a
Note. See the instructions for additional information the organization must report on Schedule O
b Enter the amount of reserves the organization 1s required to mamtain by the states in
which the organization 1s licensed to 1ssue qualified health plans 13b '
c Enter the amount of reserves on hand 13c
14a Did the organization receive any payments for indoor tanning services during the tax year? 14a X
b If 'Yes,' has it filed a Form 720 to report these payments? If ‘No,' provide an explanation in Schedule O 14b

BAA TEEAQ105L 07/05/11

Form 990 (2011)
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" Form 990 (2011) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 6

Part VI |Governance, Management and Disclosure For each 'Yes' response to lines 2 through 7b below, and for
a ‘No' response to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in
Schedule O. See nstructions.
Check if Schedule O contains a response to any question in this Part VI [ﬂ

Section A. Governing Body and Management

Yes | No
1a Enter the number of voting members of the governing body at the end of the tax year la 13
If there are matenal differences in voting rights among members
of the governing body, or if the governing body delegated broad
authority to an executive committee or similar committee, explain in Schedule O
b Enter the number of voting members included in line 1a, above, who are independent 1b 13
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with any other ek M
officer, director, trustee or key employee? SEE SCHEDULE O 2 X
3 Did the organization delegate control over management duties customarily performed by or under the direct supervision
of officers, directors or trustees, or key employees to a management company or other person? 3 X
4 Dud the organization make any significant changes to its governing documents
since the prior Form 990 was filed? 4 X
5 Did the organization become aware durning the year of a significant diversion of the organization’s assets? 5 X
6 Did the organization have members or stockholders? 6 X
7 a Did the organization have members, stockholders, or other persons who had the power to elect or appoint one or more
members of the governing body? 7a X
b Are any governance decisions of the organization reserved to (or subject to approval by) members,
stockholders, or other persons other than the goverming body? 7b X
» s g EVN
8 Did the organization contemporaneously document the meetings held or written actions undertaken during the year by i bt §§ R
the following oAl
a The governing body? 8a| X
b Each committee with authority to act on behalf of the governing body? 8b| X

9 Is there any officer, director or trustee, or key employee listed in Part VII, Section A, who cannot be reached at the
organization's mailing address? If 'Yes,' provide the names and addresses in Schedule Q 9 X

Section B. Policies (This Section B requests information about policies not required by the Internal Revenue Code )

Yes | No
10a Did the organization have local chapters, branches, or affiliates? 10a X
b If 'Yes," did the orgamzation have written policies and procedures governing the activities of such chapters, affiliates, and branches to ensure their
operations are consistent with the organization's exempt purposes? 10b
11 a Has the organization provided a complete copy of this Form 990 to all members of its governing body before filing the form? 11al X
b Describe in Schedule O the process, if any, used by the orgamzation to review this Form 990 SEE SCHEDULE O (4 PR !
12a Did the organization have a written conflict of interest pohicy? If ‘No,’ go to line 13 12a|] X
b Were officers, directors or trustees, and key employees required to disclose annually interests that could give rise
to conflicts? 12b| X
¢ Did the orgamization regutarly and consistently monitor and enforce comphance with the policy? /f 'Yes,' describe in
Schedule O how this 1s done SEE SCHEDULE O 12¢| X
13 Did the organmization have a written whistleblower policy? 13 X
14 Did the organization have a written document retention and destruction policy? 14 X
- i
15 Did the process for determining compensation of the following persons include a review and approval by independent . N
persons, comparability data, and contemporaneous substantiation of the deliberation and decision? . e
a The organization's CEO, Executive Director, or top management official 15a X
b Other officers of key employees of the organization 15b X
If "Yes' to line 15a or 15b, describe the process in Schedule O (See nstructions )
16a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement with a
taxable entity during the year? 16a X

b If 'Yes,' did the organization follow a written policy or procedure requiring the organization to evaluate its
participation in joint venture arrangements under applicable federal tax law, and taken steps to safeguard the
organization's exempt stalus with respect to such arrangements? 16b

Section C. Disclosure
17 List the states with which a copy of this Form 990 1s requtred to be filed » NONE

18 Section 6104 requires an organization to make its Forms 1023 (or 1024 1f applicable), 990, and 990-T (501(c)(3)s only) available for public
inspection Indicate how you make these available Check all that apply

D Own website Another's website Upon request
19 Describe in Schedule O whether (and if so, how) the organization makes its governing documents, conflict of interest policy, and financial statements avatlable to
the publtc during the tax year SEE SCHEDULE O

20 State the name, physical address, and telephone number of the person who possesses the books and records of the organization
» GEOFFREY STACK 18802 BARDEEN AVE IRVINE CA 92612 949 756-5959

BAA TEEAQI06L 01/23/12 Form 990 (2011)




Form 990 (2011) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 7

Part VIl | Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated Employees, and
Independent Contractors

Check if Schedule O contains a response to any question in this Part VI [_l
Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees

1a Complete this table for all persons required to be sted Report compensation for the calendar year ending with or within the
organization's tax year

® List all of the organization's current officers, directors, trustees (whether individuals or organizations), regardless of amount of
compensation Enter -0- In columns (D), (E), and (F) if no compensation was paid

® List all of the organization's current key employees, if any See instructions for definition of 'key employee *

® |ist the organization's five current highest compensated employees (other than an officer, director, trustee, or key employee) who
received reportable compensation (Box 5 of Form W-2 and/or Box 7 of Form 1099-MISC) of more than $100,000 from the organization and any
relaled organizations

® List all of the organization's former officers, key employees, and highest compensated employees who received more than $100,000 of
reportable compensation from the organization and any related organizations

¢ Lst all of the organization's former directors or trustees that received, in the capacity as a former director or trustee of the
organization, more than $10,000 of reportable compensation from the organization and any related organizations

List persons in the following order individual trustees or directors, institutional trustees, officers, key employees, highest compensated
employees, and former such persons

IS(—I Check this box 1if neither the orgamization nor any related organization compensated any current officer, director, or trusiee

©
(A) (B) (do not checf?ns‘;‘rlgqhan one box, (D) (E) (F)
Name and title Average unless person 1s both an officer Reportable Reportable Estimated
hours and a director/trustee) compensation from compensation from amount of other
per week the organization relaled orgamizations compensation
(descrbe { o5 [ 5l o|x| x| (W-2/1099-MISC) w 2/1089 MISC) trom the
hoursfor | g2 | 2| =12 | 34| 8 orgamization
related s2|e|8|e |33 and related
oganza- { o | 1 " |3 | %5 % organizations
tions in S =12 5| ®8
Schedule El 2 3
_(_STEPHANIE CHERQUI |
DIRECTOR 0 0 0 0
_(» DENICE FLERCHINGER __ _ |
DIRECTOR 0 0. 0. 0.
_(® JOHN C. MANLY _____ |
DIRECTOR 0 0. 0. 0.
_@®_JObY STRAUSS |
DIRECTOR 0 0. 0. 0.
_() GEOFFREY STACK |
TRUSTEE 0 X 0. 0. 0.
_(6 NANCY STACK ________ |
TRUSTEE 40 X 0. 0. 0.
_(@_DONALD L. SOLSBY _ __ _ |
TREASURER 0 X 0. 0. 0.
_® BRUCE CRAIR |
DIRECTOR 0 X 0. 0. 0.
(@ DAVID CHRISTENSEN _ __ |
DIRECTOR 0 X 0. 0. 0.
(10 JASON GRIER |
DIRECTOR 0 X 0. 0. 0.
v JOHN S. HAGESTAD _ __ _ |
DIRECTOR 0 X 0. 0. 0.
02 LYNETTE HAYDE ___ ___ |
DIRECTOR 0 X 0. 0. 0.
13) MICHAEL, K. HAYDE |
DIRECTOR 0 X 0. 0. 0.
04 KRIS K. ELFTMANN _ |
DIRECTOR 0 X 0. 0. 0.

BAA TEEAO107L  07/06/11 Form 990 (2011)
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Page 8

| Part VIl [Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (cont)

©)
Posi
(B) | (o not check mare than one (D) (E) (F)
Name and title Average| box, unless person 1s both an Reportable Reportable Estmated
hours | officer and a director/trustee) compensation from compensalion from amount of other
per the organization related organizations compensation
week |25 35| o =lezx| | wanossmsc) (W 2/1099 MISC) from the
(descrbla® 2 | | 2 |3 &| ¢ organization
e |33 E|%|¢eleg 3 and relaled
h(i);'rs % S| S ,g_, & g = organizations
related 2l = s 3
organi- @l 2 @ @
zatons| @ & 2
n 3 ]
Sch 0) 2
(15) KEVIN PARTINGTON _ __________
DIRECTOR 0 | X 0. 0. 0.
6) TERESA PARTINGTON _ _________
DIRECTOR 0 | X 0. 0. 0.
7 TRICIA STURGIS ~_ ___________
DIRECTOR 0 | X 0. 0. 0.
(8_WHITNEY GLAIZE _ __ _____ ____
DIRECTOR 0 | X 0. 0. 0.
a9 o ___
ey o _____
@Y e _____
@y _ L _______
@ _ __________
@ _ o ____
@y ______
1b Sub-total > 0. 0. 0.
¢ Total from continuation sheets to Part VII, Section A > 0. 0. 0.
d Total (add lines 1b and 1¢) > 0. 0. 0.
2 Total number of individuals (ncluding but not limited to those listed above) who received more than $100,000 of reportable compensation
from the organizaton ™ 0
Yes | No
3 Did the organization list any former officer, director or trustee, key employee, or highest compensated employee IRE<3 1
on hne 1a? If 'Yes,' complete Schedule J for such individual 3 X
3 hge I 3
4 For any individual listed on line 1a, 1s the sum of reportable compensation and other compensation from : ézg ’ :
the orgamization and related orgamzations greater than $150,0007? /f 'Yes' complete Schedule J for Rl el Rty
such individual 4 X
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual - S
for services rendered to the organization? /f 'Yes,' complete Schedule J for such person 5 X

Section B. Independent Contractors

1 Complete this table for your five highest compensated independent contractors that received more than $100,000 of
compensation from the organization Report compensation for the calendar year ending with or within the organization's tax year

(A)
Name and business address

(B)
Description of services

©
Compensation

2 Total number of independent contractors (including but not imited to those listed above) who received more than

$100,000 in compensation from the organization » 0

BAA

TEEAQ108L 07/06/11

Form 990 (2011)
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" Form 990 (2011) CYSTINOSIS R‘ESEARCH FOUNDATION

32-0067668 Page 9
{Part VIII] Statement of Revenue
(A) (B) ©) (D)
Total revenue Related or Unrelated Revenue
exempt business excluded from tax
- function revenue under sections
> , revenue 512,513, or 514
».,| 1a Federated campaigns. 1a = i
E% b Membership dues 1b ;
:Sz: ¢ Fundraising events 1c 967, 400. ;
%g d Related organizations 1d |
@ § e Government grants (contributions) le R '
gcﬁ s : A % i
gﬁ f All other contributions, gifts, grants, and i 13 !
BT similar amounts not included above 1| 1,342,805. H :
xo e H
£2| g Noncash contributions included in Ins Ta-1f ~ $ 187,853.| . S S
32| h Total. Add lines 1a-1f »| 2,310,205. . Nt
L=|,J Business Code . ; " ko I I 2P ‘ j?%g
z
E 22 _
x b
wl P - ____
S| o ______
9l d__ o ___________
=l e _______ T
§ f All other program service revenue
B - E; P 5
& | g Total. Add fines 2a-2f > IR i
3 Investment income (including dividends, interest and
other similar amounts) 16,407. 16,407.
4 Income from investment of tax-exempt bond proceeds »
5 Royalties >
() Reai {u) Personal
6a Gross rents
b Less rental expenses
¢ Rental income or (loss)
d Net rental income or (loss)
7 a Gross amount from sales of () Secunties () Other
assets other than inventory 145,505.
b Less cost or other basis
and sales expenses 138, 368.
¢ Gam or (loss) 7,137.
d Net gain or (loss)
w | 8a Gross income from fundraising events
2 (not including $ 7, .
E of contributions reported on hne 1¢)
b See Part IV, line 18 a
,UEJ b Less dwect expenses b e
°© ¢ Net income or (loss) from fundraising events > v s
B } 2 1
9a Gross income from gaming activities n E
See Part IV, Iine 19 a S0y htj
TAE Ty % - LR
b Less direct expenses b R Rkl o . e o .
¢ Net income or (loss) from gaming activities >
i
10a Gross sales of inventory, less returns .
and allowances a :
b Less cost of goods sold b o . 4
¢ Net income or (loss) from sales of inventory >
Miscellaneous Revenue Business Code o - . e
wa_
b
c___
d All other revenue
e Total. Add lines 11a-11d >
12 Total revenue. See instructions > 2,333,749. 23,544, 0. 0.
BAA TEEAO109L 07/06/11 Form 990 (2011)



- Form 990 (2011) CYSTINQSIS RESEARCH FOUNDATION

32-0067668

Page 10

" [Part IX ‘| Statement of Functional Expenses

Section 501(c)(3) and 501(c)(4) organizations must complete all columns
All other orgamzations must complete column (A) but are not required to complete columns (B), (C), and (D)

Check if Schedule O contains a response to any question in this Part 1X

T

A (B8) ©) (D)
Do not include amounts reported on lines Total éxp))enses Program service Management and Fundrarsing
6b, 7b, 8b, 9b, and 10b of Part VilI. expenses general expenses expenses
1 Grants and other assistance to governments . i
and organizations 1n the United States See K °
Part IV, line 21 1,169, 396. 1,169, 396. . v . ad
2 Grants and other assistance to individuals in ’ . A G
the United States See Part IV, line 22 »a W
3 Grants and other assistance to governments, L §
organizations, and individuals outstde the W F3 ‘gﬁg k7
United States See Part IV, lines 15 and 16 197,898. 197,898. The, BT :
= ¥ - A B
4 Benefits paid to or for members I e K
5 Compensation of current officers, directors,
trustees, and key employees 0. 0. 0. 0.
6 Compensation not included above, to
disqualified persons (as defined under
section 4958(f)(1)) and persons described
In section 4958(c)(3)(B) 0. 0. 0. 0.
7 Other salaries and wages
Pension plan accruals and contributions
(nclude section 401(k) and section 403(b)
employer contributions)
9 Other employee benefits
10 Payroll taxes
11 Fees for services (non-employees)
a Management
b Legal
¢ Accounting 30, 369. 23,449, 6,920.
d Lobbying i}
e Professional fundraising services See Part IV, ine 17 §§“ ’? ’% g'é‘?
f Investment management fees
g Other
12 Advertising and promotion 32,177. 32,177.
13 Office expenses
14 Information technology
15 Royalties
16 Occupancy
17 Travel 20,372. 15,533. 4,839,
18 Payments of travel or entertainment
expenses for any federal, state, or local
public officials
19 Conferences, conventions, and meetings
20 Interest
21 Payments to affihates
22 Depreciation, depletion, and amortization 10,679 10,679.
23 Insurance 1,710 1,710.
24 Other expenses ltemize expenses not N : v S
covered above (List miscellaneous expenses | &t sk F oy 4
In ine 24e if hne 24e amount exceeds 10% |7  Zost B i
of line 25, column (A) amount, list ine 24e o g{"}i‘if
expenses on Schedule O) ’ o
a PRINTING AND PUBLICATIONS 185,708. 32,380. 6,641. 146, 687.
b OUTSIDE SERVICES 137, 838. 21,134. 51,716. 64, 988.
c OTHER EXPENSES 47,210. 20,086. 9,025. 18,099.
d PHOTOGRAPHY 33,3091. 33,391.
e All other expenses. 76,281. 15,406. 13,531. 47,344,
25 Total functional expenses Add lines 1 through 24e 1,943,029. 1,456, 300. 132,284. 354, 445.

26

Joint costs. Complete this ine only if
the organization reported in column (B)
joint costs from a combined educational
campaign and fundraising solicitation

Check here » |:| if following
SOP 98-2 (ASC 958-720)

BAA

TEEAOTIOL 01/26/12

Form 990 (2011)




CYSTINdSI S RESEARCH FOUNDATION

" Form 990 (2011) 32-0067668 Page 11
[Part X_[Balance Sheet
(A) B)
Beginning of year End of year
1 Cash — non-interest-bearing 1
2 Savings and temporary cash mnvestments 2,497,521, 2 2,282,476,
3 Pledges and grants receivable, net 135,821.] 3 84, 900.
4 Accounts receivable, net 4
5 Recewables from current and former officers, directors, trustees, key employees, R -
and highest compensated employees Complete Part Il of Schedule L 5
6 Receivables from other disqualified persons (as defined under section 4958(f(1)),
persons described in section 4958(c)(3)(B), and contributing employers and
sponsoring organizations of section 501(c)(9) voluntary employees’ beneficiary - - -= S -
A organizations (see instructions) 6
g 7 Notes and loans receivable, net 7
€ 8 Inventories for sale or use 8 4,631.
s 9 Prepad expenses and deferred charges 59,541 9 57,251.
10a Land, buildings, and equipment cost or other basis i R
Complete Part VI of Schedule D 10a 56,838.( _ R Lo i g
b Less accumulaled depreciation 10b 31,115. 36,402 .] 10c 25,723.
11 Investments — publicly traded securities 740,616.| N 724,464 .
12 Investments — other securities See Part 1V, line 11 12
13 Investments — program-related See Part 1V, line 11 13
14 Intangible assets 14
15 Other assets See Part IV, line 11 15
16 Total assets. Add lines 1 through 15 (must equal line 34) 3,469,901.]16 3,179,445,
17 Accounts payable and accrued expenses 19,294.|17 27,883.
18 Grants payable 2,305,929.|18 1,647,359.
19 Deferred revenue
% 20 Tax-exempt bond liabilities.
Q 21 Escrow or custodial account lrabilly Complete Part IV of Schedule D
1 | 22 Payables to current and former officers, directors, trustees, key employees, 3 £ A
'l- highest compensated employees, and disqualfied persons Complete Part Il o e -
T of Schedule L
,!: 23 Secured mortgages and notes payable to unrelated third parties
S| 24 Unsecured notes and loans payable to unrelated third parties
25 Other habilities (including federal income tax, payables to related third parties,
and other liabilities not included on lines 17-24) Complete Part X of Schedule D 25
26 Total liabilities. Add hines 17 through 25 2,325,223.]26 1,675,242,
N Organizations that follow SFAS 117, check here > |X| and complete lines g? gﬁ%@ { é%i?ﬁf‘f&;
T 27 through 29 and lines 33 and 34. D T RS A . o
2| 27 Unrestricted net assets 1,144,678.| 27 1,504,203.
% 28 Temporanly restricted net assets 28
5129 Permanently restricted net assets 29
R Organizations that do not follow SFAS 117, check here > |:|and complete i 7 iw;, &é 1;
5 lines 30 through 34. N N ) I -
B | 30 Capital stock or trust principal, or current funds 30
8 31 Paid-in or capital surplus, or land, building, or equipment fund 3
L1 32 Retained earnings, endowment, accumulated income, or other funds 32
€ | 33 Total net assets or fund balances 1,144,678.33 1,504,203.
S 134 Total habihties and net assets/fund balances 3,469,901.1 34 3,179, 445,

w
>
>

TEEAC11IL 07/06/11

Form 990 (2011)



" Form 990 t2011) CYSTINOSIS RESEARCH FOUNDATION 32-0067668

Page 12
[Part XI | Reconciliation of Net Assets
Check if Schedule O contains a response to any question in this Part Xi [Y]
1 Total revenue (must equal Part VIII, column (A), line 12) 1 2,333,749.
2 Total expenses (must equal Part I1X, column (A), line 25) 2 1,943,029.
3 Revenue less expenses Subtract ine 2 from line 1 3 390,720.
4 Net assets or fund balances at beginning of year (must equal Part X, line 33, column (A)) 4 1,144,678.
5 Other changes in net assets or fund balances (explain in Schedule 0) SEE SCHEDULE O 5 -31,195.
6 Net assets or fund balances at end of year Combine lines 3, 4, and 5 (must equal Part X, line 33,
column (B)) 6 1,504,203.
Part XIl_|Financial Statements and Reporting
Check if Schedule O contains a response to any question in this Part X!l |_!
Yes | No
1 Accounting method used to prepare the Form 990 DCash Accrual DOther s N [
If the organization changed its method of accounting from a prior year or checked 'Other,' explain !
n Schedule O e
2a Were the organization's financial statements compiled or reviewed by an independent accountant? 2a X
b Were the organization's financial statements audited by an independent accountant? 2bf X
c If 'Yes' to hine 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant? 2¢cj X
If the organization changed either its oversight process or selection process during the tax year, explain
in Schedule O .
d If 'Yes' to line 2a or 2b, check a box below to indicate whether the financial statements for the year were 1ssued on a
separate basis, consolidated basis, or both b
Separate basis DConsohdated basis DBoth consolidated and separate basis i
3a As a result of a federal award, was the organization required to undergo an audit or audits as set forth in the Single
Audit Act and OMB Circular A-133? 3a X
b If 'Yes," did the organization undergo the required audit or audits? If the organization did not undergo the required audit
or audits, explain why in Schedule O and describe any steps taken to undergo such audits 3b

BAA

TEEAQ112L 07/06/11

Form 990 (2011)




: ' . OMB No 1545 0047

oL se2) Public Charity Status and Public Support 2011

Complete if the organization is a section 501(cX3) organization or a section

4947(aX1) nonexempt charitable trust. Open to Public

Department of the Treasury " Inspection

Internal Revenue Service > Attach to Form 990 or Form 990-EZ. > See separate instructions.
Name of the organization Employer identification number
CYSTINOSIS RESEARCH FOUNDATION 32-0067668

[Part| [Reason for Public Charity Status (All organizations must complete this part ) See instructions.
The organization 1s not a private foundation because it 1s (For Iines 1 through 11, check only one box )
1 A church, convention of churches or association of churches described in section 170(b)(1XAX1).

2 A school described in section 170(b)(1)AXii). (Attach Schedule E )

3 A hospital or a cooperative hospital service organization descrnibed in section 170(bX1)XA)(ii).

4 A medical research organization operated in conjunction with a hospital described in section 170(b)Y1)}AXiii) Enter the hospital's
name, ¢y, and state _

5

D An organization operated for the benefit of a college or university owned or operated by a governmental unit described in section
170(b)Y1XAXiv). (Complete Part 1l )

. A federal, state, or local government or governmental umit described in section 170(bX1)(AXV).

An organization that normally receives a substantial part of its support from a governmental unit or from the general public described
in section 170(b)}1XAXvi). (Complete Part 1)

8 D A commumity trust descnibed In section 170(b}1)XAXvi). (Complete Part Il )

: 9 D An organization that normally receives (1) more than 33-1/3% of its support from contributions, membership fees, and gross receipts
from activities related to its exempt functions — subject to certain exceptions, and (2) no more than 33-1/3% of its support from gross
investment iIncome and unrelated business taxable income (fess section 511 tax) from businesses acquired by the orgamization after
June 30, 1975 See section 50%(a)2). (Complete Part Iil )

10 An organization organized and operated exclusively to test for public safety See section 509%(ax4).

n An organization organized and operated exclusively for the benefit of, to perform the functions of, or carry out the purposes of one or
more publicly supported organizations described in section 509(a)(1) or section 509(a)(2) See section 509%(a)X3). Check the box that
describes the type of supporting organization and complete lines 11e through 11h

a DType | b DType ] C D Type Il — Functionally integrated d D Type Il — Other

: e D By checking this box, | certify that the organization i1s not controlled directly or indirectly by one or more disquahfied persons
‘ other thgggfoundatnon managers and other than one or more publicly supported organizations described in section 509(a)(1) or
section @@

f If the organization received a written determination from the IRS that 1s a Type |, Type |l or Type Il supporting organization, D
check this box

g Since August 17, 2006, has the organization accepted any gift or contribution from any of the following persons?

N OO

Yes | No
(1) A person who directly or indirectly controls, either alone or together with persons described in () and (in) )
below, the governing body of the supported organization? 119 (i)
(ii) A family member of a person described in (1) above? 11 g (ii)
@) A 35% controlied entity of a person described in (1) or (1) above? 11 g (iii)
h Provide the following information about the supported organization(s)
(1) Name of supported () EIN (n) Type of organization (1v) Is the (v) Did you notify (vi) Is the (vn) Amount of support
organization (described on lines 1-9 orgamization in the organization in organization in
above or IRC section column (1) listed in column () of column (i)
(see instructions)) your governing your support? organized in the
document? us?
Yes No Yes No Yes No
(A)
B8)
©)
(D)
(E)
Total S
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule A (Form 990 or 990-EZ) 2011
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Schedule A (Form 990 or 990-'EZ) 2011  CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 2
Part Il {Support Schedule for Organizations Described in Sections 170(b)(1)(A)(iv) and 170(b)(1)(A)(vi)

(Complete only If you checked the box on line 5, 7, or 8 of Part | or if the organization falled to qualfy under Part il If the
organization fails {o qualfy under the tests listed below, please complete Part ill )

Section A. Public Support

g:;:gf‘; Jrar (or fiscal year (a) 2007 (b) 2008 (c) 2009 (d) 2010 (e) 2011 () Total
1 Gifts, grants, contributions, and
membership fees received (Do not

include any 'wnusual grants ) 2,562,050.|2,752,925.)3,223,627.12,220,084.|2,310,205.]13,068,891.

2 Tax revenues levied for the
organization's benefit and
either paid to or expended
on its behalf 0.

3 The value of services or
facilities furnished by a
governmental unit to the
organization without charge 0.

4 Total. Add lines 1 through 3 2,562,050.(2,752,925.[3,223,627.{2,220,084.12,310,205.|13,068,891.
Lt = - -

5 The portion of total 15 vy s G g 38, i
contributions by each person 3 }“/ ,/;g,w; i :
(other than a governmental 2 L ¢

unit or pubhcly supported
organization) included on line 1
that exceeds 2% of the amount

B At

shown on line 11, column (f) 4,510,040.
6 Public support. Subtract line 5 |- h " §§
from line 4 St 8,558,851.
Section B. Total Support
ﬁ:&?ﬂﬂﬁ{ Joar (or fiscal year (a) 2007 (b) 2008 (c) 2009 (d) 2010 (e) 2011 ® Total
7 Amounts from line 4 2,562,050.|2,752,925.|3,223,627.|2,220,084.{2,310,205.{13,068,891.

8 Gross income from interest,
dividends, payments received
on securities loans, rents,
royalties and income from

similar sources. 106, 545. 48,418. 38,527. 20,489. 16,407. 230, 386.

9 Net income from unrelated
business activities, whether or
not the business is regularly
carried on 0.

10 Other income Do not include
gain or loss from the sale of
capital assets (Explain in

Part IV ) 0.
H faot Ty oy

11 Total support. Add lines 7 s oV A N Tl b

through 1 Faltery B oo R A ; 13,299,2717.
12 Gross receipts from related activities, etc (see instructions) | 12 0.
13 First five years. If the Form 990 I1s for the orgamization's first, second, third, fourth, or fifth tax year as a section 501(c)(3)

organization, check this box and stop here > ]—I
Section C. Computation of Public Support Percentage
14 Public support percentage for 2011 (line 6, column (f) divided by hine 11, column (f)) 14 64.36%
15 Public support percentage from 2010 Schedule A, Part I, hne 14 15 57.94 %

16a 33-1/3% support test — 2011, If the organization did not check the box on hne 13, and the line 14 is 33-1/3% or more, check this box
and stop here. The orgamization qualifies as a publicly supported organization >

b 33-1/3% support test — 2010. If the organization did not check a box on line 13 or 16a, and line 15 1s 33-1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization > D

17 a 10%-facts-and-circumstances test — 2011. If the organization did not check a box on line 13, 16a, or 16b, and line 14 1s 10%
or more, and If the organization meets the ‘facts-and-circumstances’ test, check this box and stop here. Explain in Part IV how
the organization meets the 'facts-and-circumstances’ test The organization qualifies as a publicly supported organization > l:]

b 10%-facts-and-circumstances test — 2010. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line 151s 10%
or more, and if the orgamization meets the 'facts-and-circumstances' test, check this box and stop here. Explain in Part 1V how the
organization meets the ‘facts-and-circumstances' test The orgamization qualifies as a publicly supported organization > H
>

18 Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and see instructions
BAA Schedule A (Form 990 or 990-EZ) 2011
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Schedule A (Form 990 or 990-E2) 2011 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 3
Part lll | Support Schedule for Organizations Described in Section 509(a)(2)

(Complete only if you checked the box on line 9 of Part | or if the orgamzation failed to quahfy under Part It If the organization fails
to qualhfy under the tests histed below, please complete Part Il )

Section A. Public Support

Calendar year (or fiscal yr beginning in) > (a) 2007 (b) 2008 (c) 2009 (d) 2010 (e) 2011 (f) Total

1 Gifts, grants, contributions
and membership fees
received (Do not include
any 'unusual grants ")

2 Gross recetpts from admis-
sions, merchandise sold or
services performed, or faciiities
furmished in any activity that 1s
related to the organization's
tax-exempt purpose

3 Gross receipts from activities
that are not an unrelated trade
or business under section 513

4 Tax revenues levied for the
organization's benefit and
either paid to or expended on
its behalf

5 The value of services or
facilities furmished by a
governmental unit to the
orgarization without charge

6 Total. Add lines 1 through 5

7a Amounts included on lines 1,
2, and 3 received from
disqualified persons

b Amounts included on lines 2
and 3 received from other than
disqualified persons that
exceed the greater of $5,000 or
1% of the amount on line 13
for the year

¢ Add Iines 7a and 7b

8 Public support (Subtract ine [, &% 44 % DB A gy
7c from line 6) b f§< &‘fi% Oy f§3: B
Section B. Total Support
Calendar year (or fiscal yr beginning in) > (a) 2007 (b) 2008 (c) 2009 (d) 2010 (e) 2011 (f) Total

9 Amounts from line &

10a Gross income from interest,
dividends, payments received
on secunties loans, rents,
royalties and income from
similar sources

b Unrelated business taxable

income (less section 511
taxes) from businesses
acquired after June 30, 1975

¢ Add lines 10a and 10b

11 Net income from unrelated business
activities not included in line 10b,
whether or not the business is
regularly carried on

12 Other income Do not include
gain or loss from the sale of
capial assets (Explain in
Part IV)

13 Total support. (addins 9, 10c, 1, and 12)
14 First five years. If the Form 990 1s for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c)(3)

organization, check this box and stop here > D
Section C. Computation of Public Support Percentage
15 Public support percentage for 2011 (hine 8, column (f) divided by line 13, column (f)) 15 %
16 Public support percentage from 2010 Schedule A, Part lil, line 15 16 %
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2011 (line 10c, column (f) divided by hne 13, column (f)) 17 %
18 Investment income percentage from 2010 Schedute A, Part i, line 17 18 %
19a 33-1/3% support tests — 2011. If the organization did not check the box on line 14, and line 15 1s more than 33-1/3%, and line 17

1s not more than 33-1/3%, check this box and stop here. The orgamization qualifies as a publicly supported organization > D

b 33-1/3% support tests — 2010. If the organization did not check a box on line 14 or line 19a, and line 16 1s more than 33-1/3%, and

line 18 1s not more than 33-1/3%, check this box and stop here. The organization quatifies as a publicly supported organization >

20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions > H

BAA TEEAG403L 05/25/11 Schedule A (Form 990 or 990-E2Z) 2011
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Schedute A (Form 990 or 990-EZ) 201 1 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 4

Part IV | Supplemental Information. Complete this part to provide the explanations required by Part I, line 10,
Part Il, ine 17a or 17b, and Part Hll, ine 12 Also complete this part for any additionai information
(See instructions)

BAA Schedule A (Form 990 or 990-EZ) 2011
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CYSTINOSIS RESEARCH FOUNDATION EIN 32-0067668
FORM 990 SCHEDULE B (1) - LIST OF CONTRIBUTORS (INCLUDING PLEDGES)
(A) CONTRIBUTIONS IN EXCESS OF 2% OF FORM 990 PART VIII, LINE 1(h) - $46,204

NAME OF CONTRIBUTOR CONTRIBUTIONS
457,750

330,000

152,000

98,822

80,000

66,000

58,548

TOTAL CONTRIBUTIONS IN EXCESS OF 2% OF PART VIII, LINE 1(h) 1,243,120
CANCELLATION OF GRANTS PAYABLE 109,493
TOTAL CONTRIBUTIONS LESS THAN 2% OF PART VIII, LINE 1(h) 769,739
TOTAL CONTRIBUTIONS - CASH (INCLUDING PLEDGES AND FUNDRAISING EVENT DONATIONS) 2,122,352
TOTAL CONTRIBUTIONS - NON-CASH (SEE NOTE 3) 187,853

TOTAL CONTRIBUTIONS - PART 5 LINE 1(h) 2310205




OMB No 1545 0047

SCHEDULE D . .
(Form 990) Supplemental Financial Statements 2011
* Complete if the organization answered 'Yes,’ to Form 990,
Department of the Treasury PartIVv, lines 6, 7, 8, 9, 10, 11a, 11b, 11c, 11d, 11e, 11f, 12a, or 12b. Open to Public |
. - F .
Internal Revenue Service > Attach to Form 990. ™ See separate instructions. -Inspection ;

Name of the organization

CYSTINOSIS RESEARCH FOUNDATION

Employer identification number

32-0067668

Part I |Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts. Complete If

the organization answered 'Yes' to Form 990, Part IV, line 6.

(a) Donor advised funds (b) Funds and other accounts

1 Total number at end of year
2 Aggregate contributions to (during year)
3 Aggregate grants from (during year)
4 Aggregate value at end of year
5 Did the organization inform all donors and donor advisors 1in writing that the assets held in donor advised

funds are the organization's property, subject to the organization's exclusive legal control? DYes D No
6 Did the organization inform all grantees, donors, and donor advisors In writing that grant funds can be

used only for charitable purposes and not for the benefit of the donor or donor advisor, or for any other

purpose conferring impermissible private benefit?

D Yes D No

IPa’ﬂEll%j[Conservation Easements. Complete If the organization answered 'Yes' to Form 990, Part 1V, line 7

1 Purpose(s) of conservation easements held by the organization (check all that apply)

Preservation of land for public use (e g, recreation or education) HPreservatlon of an historically important land area

Protection of natural habitat
Preservation of open space

Preservation of a certified historic structure

2 Complete lines 2a through 2d if the organization held a qualified conservation contribution in the form of a conservation easement on the

last day of the tax year

s> #1 Held at the End of the Tax Year

a Total number of conservation easements 2a
b Total acreage restricted by conservation easements 2b
¢ Number of conservation easements on a certified historic structure included in (a) 2c

d Number of conservation easements included in (¢) acquired after 8/17/06, and not on a historic

structure listed in the National Register 2d

3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the

tax year »
Number of states where property subject to conservation easement i1s located ™

5 Does the organization have a written policy regarding the periodic monitoring, inspection, handling of violations,

and enforcement of the conservation easements 1t holds?

D Yes D No

6 Staff and volunteer hours devoted to monitoring, inspecting, and enforcing conservation easements during the year

>

7 Amount of expenses incurred m monitoring, inspecting, and enforcing conservation easements dunng the year

-$

8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section
170(h)(4)(B)()) and section 170(h)(@)(B)(i1)?

|_—_| Yes D No

9 In Part XIV, describe how the organization reports conservation easements tn its revenue and expense statement, and balance sheet, and
include, if applicable, the text of the footnote to the organization’s financial statements that describes the organization's accounting for

conservation easements

IPhrt 1] ;] Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.

Complete If the organization answered 'Yes' to Form 990, Part 1V, line 8

1a If the organization elected, as permitted under SFAS 116 (ASC 958), not to report in its revenue statement and balance sheet works of
art, historical treasures, or other simifar assets held for public exhibition, education, or research in furtherance of public service, provide,

In Part X1V, the text of the footnote to its financial statements that describes these items

b If the organization elected, as permitted under SFAS 116 (ASC 958), to report in its revenue statement and balance sheet works of art,
historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service, provide the

following amounts relating to these items
(i) Revenues included m Form 990, Part VIH, line 1
(i) Assets included in Form 990, Part X

-3

-3

2 If {he organization received or held works of art, historical treasures, or other similar assets for financial gain, provide the following

amounts required to be reported under SFAS 116 (ASC 958) relating to these items
a Revenues included in Form 930, Part VI, ine 1
b Assets included in Form 990, Part X

>3

)

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990. TEEA3301L  05/25/11

Schedule D (Form 990) 2011




Schedule D (Form 990) 2011 .CYSTI'NOSIS RESEARCH FOUNDATION 32-0067668 Page 2
[Part Il [Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued)

3 Using the organization's acquisition, accession, and other records, check any of the following that are a significant use of its collection
items (check all that apply)

a Publc exhibition d Loan or exchange programs
b Scholarly research e Other

c Preservation for future generations
4 Provide a description of the organization's collections and explain how they further the organization's exempt purpose in

Part XIV
5 During the year, did the organization solicit or receive donations of art, historical treasures, or other similar
assets to be sold to raise funds rather than to be maintained as part of the organization's collection? [_] Yes {_| No

Part IV |Escrow and Custodial Arrangements. Complete if the organization answered 'Yes' to Form 990, Part 1V,
ine 9, or reported an amount on Form 990, Part X, line 21

1a Is the orgamization an agent, trustee, custodian, or other intermediary for contributions or other assets not
included on Form 990, Part X? D Yes [_—_| No

b If 'Yes,' explain the arrangement in Part XIV and complete the following table

Amount
¢ Beginning balance 1c
d Additions during the year 1d
e Distnibutions during the year le
f Ending balance 1f
2a Did the organization include an amount on Form 990, Part X, hne 217? D Yes D No

b if 'Yes,' explain the arrangement in Part XIV
{Part:V |[Endowment Funds. Complete if the organization answered 'Yes' to Form 990, Part IV, line 10.
(a) Current year {(b) Prior year (c) Two years back (d) Three years back (e) Four years back

1a Beginning of year balance
b Contributions

. G

¢ Net investment earnings, gains, o }
and losses

d Grants or scholarships.

e Other expenditures for facilities
and programs

f Administrative expenses i e
g End of year balance .
2 Provide the estimated percentage of the current year end balance (line 1g, column (a)) held as

a Board designated or quasi-endowment »> s
b Permanent endowment *» %

e

Ed
(8
>

¢ Temporarily restricted endowment * %
The percentages in lines 2a, 2b, and 2c should equal 100%

3a Are there endowment funds not in the possession of the organization that are held and administered for the

organization by Yes No
() unrelated orgamzations 3a(i)
(ii) related organizations 3a(ii)

b If 'Yes' to 3a(u), are the related organizations listed as required on Schedule R? 3b

4 Describe in Part XIV the intended uses of the organization's endowment funds
| Part VI [Land, Buildings, and Equipment. See Form 990, Part X, line 10

Description of property (a) Cost or other basis (b) Cost or other (c) Accumulated (d) Book value
(investment) basis (other) depreciation
Taland

b Buildings

c Leasehold improvements

d Equipment 56,838. 31,115. 25,723.

e Other
Total. Add lines 1a through 1e (Column (d) must equal Form 990, Part X, column (B), hine 10(c) ) > 25,723.
BAA Schedule D (Form 990) 2011

TEEA3302L 01116/12




Schedule D (Form 990) 2011 'CYSTI'NOSIS RESEARCH FOUNDATION 32-0067668 Page 3
{Part VIl [Investments — Other Securities. See Form 990, Part X, line 12. N/A

(a) Descrniption of secunty or category (b) Book value (c) Method of valuation
(including name of secunty) Cost or end-of-year market value

(1) Financial derivatives
(2) Closely-held equity interests
3) Other

Total (Column (b) must equal Form 990 Part X, column (B) hne 12) ™
[ Part VIl [Investments — Program Related. See Form 990, Part X, line 13. N/A

(a) Description of investment type (b) Book value (c) Method of valuation
Cost or end-of-year market value

)]
3]
(©)]
@
®)
®
@
®
®
(Y]
Total (Column (b) must equal Form 990, Part X, column (B) line 13) _ » - st L iEis ; N

{Part IX |Other Assets. See Form 990, Part X, line 15 N/A

(a) Description (b) Book value

a
@
&)
@
®
®
O
@
©
(10)
Total. (Column (b) must equal Form 990, Part X, column (B), line 15) >
|Part X |Other Liabilities. See Form 990, Part X, line 25.
(a) Description of hability (b) Book value
(1) Federal income taxes
@
(€)]
@
&)
6)
0
@
(&)
10
an
Total (Column (b) must equal Form 990, Part X, column (B) line 25) >

2 FIN 48 (ASC 740) Footnote In Part XIV, provide the text of the footnote to the organization's financial statements that reports the
organization's hability for uncertain tax positions under FIN 48 (ASC 740)

BAA TEEA3303L 01/23/12 Schedule D (Form 990) 2011
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Schedule D (Form 990) 2011 CYSTINOSIS RESEARCH FOUNDATION

32-0067668 Page 4
{Part XI TReconciliation of Change in Net Assets from Form 990 to Audited Financial Statements
1 Total revenue (Form 990, Part VIII, column (A), line 12) 2,333,749.
2 Total expenses (Form 990, Part 1X, column (A), line 25) 1,943,029.
3 Excess or (deficit) for the year Subtract line 2 from line 1 390, 720.
4 Net unrealized gains (losses) on investments -31,195.
5 Donated services and use of facihites
6 Investment expenses
7 Pnor period adjustments.
8 Other (Describe in Part XIV )
9 Total adjustments (net) Add lines 4 through 8 -31,195.
10 Excess or (deficit) for the year per audited financial statements Combine hines 3 and 9 359, 525.
{Part Xll |Reconciliation of Revenue per Audited Financial Statements With Revenue per Return

1 Total revenue, gains, and other support per audited financial statements 1 2,302,554,
2 Amounts included on line 1 but not on Form 990, Part VIII, line 12 B

a Net unrealized gains on investments 2a -31,195.} .

b Donated services and use of facilities 2b

c Recovertes of prior year grants. 2c

d Other (Describe in Part XIV ) 2d

e Add lines 2a through 2d -31,195.
3 Subtract line 2e from line 1 2,333,749.
4 Amounts included on Form 990, Part VIII, line 12, but not on hne 1

a Investment expenses not included on Form 990, Part VIII, line 7b 4a

b Other (Describe in Part XIV ) 4b

¢ Add lines 4a and 4b
5 Total revenue Add lines 3 and 4c. (This must equal Form 990, Part |, line 12) 2,333,749.

Part V, line 4, Part X, line 2, Part XI, hne 8, Part XliI, hines 2d and 4b, and Part XllI, ines 2d and 4b Also complete this part to provide

any additional information

{Part:Xllk | Reconciliation of Expenses per Audited Financial Statements With Expenses per Return
1 Total expenses and losses per audited financial statements 1 1,943,029,
‘ 2 Amounts included on fine 1 but not on Form 990, Part IX, line 25 i
| a Donated services and use of facilities 2a
b Prior year adjustments 2b .
¢ Other losses 2c v
d Other (Describe in Part XIV ) 2d A0
e Add hnes 2a through 2d 2e
3 Subtract ine 2e from line 1 3 1,943,029.
4 Amounts included on Form 990, Part IX, line 25, but not on line 1: %W
a Investment expenses not included on Form 990, Part VIII, line 7b 4a .
b Other (Describe in Part XIV ) 4b S
¢ Add lines 4a and 4b 4c
5 Total expenses Add lines 3 and 4c. (This must equal Form 990, Part |, line 18 ) 5 1,943,029.
[ Part XIV.| Supplemental Information
Complete this part to provide the descriptions required for Part |1, lines 3, 5, and 9, Part lIf, hnes 1a and 4, Part 1V, lines 1b and 2b,
|

BAA TEEA3304L 05/25/11

Schedule D (Form 990) 2011



l Schedule D (Form 990) 2011 .CYSTI'NOSIS RESEARCH FOUNDATION 32-0067668 Page 5
|Part XIV [Supplemental Information (continued)

BAA TEEA3305L 05/25/11 Schedule D (Form 990) 2011



" Schedule F
(Form 990)

Department of the Treasury

Stétement of Activities Outside the United States

* Complete if the organization answered 'Yes' to Form 990, Part IV, line 14b, 15, or 16.
» Attach to Form 990. > See separate instructions.

OMB No 1545-0047

2011

Open to Public

Internal Revenue Service Inspection
Name of the organization Employer identification number
CYSTINOSIS RESEARCH FOUNDATION 32-0067668

Part| | General Information on Activities Outside the United States. Complete If the organization answered 'Yes'
to Form 990, Part IV, line 14b.

1 For grantmakers. Does the organization maintain records to substantiate the amount of its grants and other assistance,
the grantees’ eligibility for the grants or assistance, and the selection criieria used to award the grants or assistance?

Yes D No

2 For grantmakers. Describe in Part V the organization's procedures for monitoring the use of its grants and other assistance outside the

United States

3 Activities per Region (The following Part |, line 3 table can be duplicated if additional space 1s needed )

PART V

(a) Region

(b) Number of
offices in the
region

(c) Number
of employees,
agents, and
independent
contractors

in region

(d) Activities conducted in
region (by type) (e g,
fundraising, program
services, investments,

grants to recipients
located in the region)

(f) Total
expenditures for
and investments

In region

(e) If actimty histed in
(d) 1s a program
service, describe
specific type of

service(s) In region

(1))

@

3)

@)

5)

(6)

@

®

®

a0

an

a2

a3

a4

Qa5

(16)

an

3a Sub-total

b Total from continuation
sheets to Part |

¢ Totals (add lines 3a and 3h)

0

0

0.

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990.

TEEA3501L 01/17/12

Schedule F (Form 990) 2011
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Schedule F (Form 990) 2011 'CYSTINOSIS RESEARCH FOUNDATION

]
!

32-0067668

Page 4

[Part IV_[Foreign Forms

1

Was the organization a U S transferor of property to a foreign corporation during the tax year? If 'Yes,' the
organization may be required to file Form 926, Return by a U S Transferor of Property to a Foreign
Corporation (see Instructions for Form 926)

Did the organization have an interest in a foreign trust during the tax year? If 'Yes,' the organization may be
required to file Form 3520, Annual Return To Report Transactions with Foreign Trusts and Receipt of Certain
Foreign Gifts, and/or Form 3520-A Annual Information Return of Foreign Trust With 2 U S Owner (see
Instructions for Forms 3520 and 3520-A)

Did the organization have an ownership interest in a foreign corporation during the tax year? If 'Yes,' the
organization may be required to file Form 5471, Information Return of US Persons With Respect To Certain
Foreign Corporations (see Instructions for Form 5471)

Was the organization a direct or indirect shareholder of a passive foreign investment company or a qualified
electing fund during the tax year? /f 'Yes,' the organization may be required to file Form 8621, Information
Return by a Shareholder of a Passive Foreign Investment Company or Qualified Electing Fund (see
Instructions for Form 8621)

Did the organization have an ownership interest in a foreign partnership during the tax year? I/f 'Yes,' the
organization may be required to file Form 8865, Return of US Persons With Respect To Certamn Foreign
Partnerships (see Instructions for Form 8865)

Did the orgamization have any operations in or related to any boycotting countries during the tax year?
If "Yes,' the orgamization may be required to file Form 5713, International Boycott Report (see Instructions
for Form 5713)

|:| Yes

|:| Yes
D Yes

DYes
DYes
D Yes

No

No

No

No

BAA

TEEA3505L 01117112

Schedule F (Form 990) 2011



" Sthedule F (Form 990) 2011 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 5

PartV_|Supplemental Information
Complete this part to provide the information required by Part |, line 2 (monitoring of funds); Part |, line
3, column (f) (accounting method, amounts of investments vs expenditures per region); Part I, hne 1
(accounting method); Part Il (accounting method); and Part ill, column (¢) (estimated number of
recipients), as applicable. Also complete this part to provide any additional information (see instructions).

PART | - ADDITIONAL SUPPLEMENTAL INFORMATION

\ BAA TEEA3504L 05/26/11 Schedule F (Form 990) 2011




' ' : OMB No 1545-0047
SCHEDULE G Supplemental Information Regarding
(Form 530 or 990-£2) Fundraising or Gaming Activities 2011

Op}an to Public -

Complete if the organization answered 'Yes' to Form 990, Part IV, lines 17, 18,
or 19, or if the organization entered more than $15,000 on Form 990-EZ, line 6a. 4 ti iy
> Attach to Form 990 or Form 990-EZ. » See separate instructions. Lanopecton .t

Department of the Treasury
Internal Revenue Service

Name of the organmization Employeridentification number

CYSTINOSIS RESEARCH FOUNDATION 32-0067668

Part| Fundraising Activities. Complete If the organization answered 'Yes' to Form 990, Part IV, hne 17
Form 990-EZ filers are not required to complete this part

1 Indicate whether the organization raised funds through any of the following activities Check all that apply

a Mall solicitations e . Solicitation of non-government grants
b Internet and email solicitations f . Sohcitation of government grants

c Phone solicitations g Special fundraising events

d In-person solicitations

2a Did the organization have a wnitten or oral agreement with any individual (including officers, directors, trustees or key
employees listed in Form 990, Part Vil) or entity in connection with professional fundraising services? DYes No

b If 'Yes," list the ten highest paid individuals or entities (fundraisers) pursuant to agreements under which the fundraiser 1s to be
compensated at least $5,000 by the organization

(i) Name and address of individual

or entity (fundraiser)

(i) Activity

(1) Did fundraiser
have custody or control
of contributions?

(iv) Gross recepts
from activity

(v) Amount paid to
(or retained by)
fundraiser listed in

(vi) Amount paid to
(or retained by)
organization

column (i)

Yes No

10

Total > 0.
3 List all states in which the organization 1s registered or licensed to solicit contributions or has been notified it 1s exempt from registration
or licensing

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule G (Form 990 or 990-EZ) 2011

TEEA3701L 0172412




Stchedule G (Form 950 or 990-;52) 2017 CYSTINOSIS RESEARCH FOUNDATION

32-0067668

Page 2

more than

[Part II Fundraising Events. Complete If the organization answered 'Yes' to Form 990, Part IV, line 18, or reported
1

5,000 of fundraising event contributions and gross income on Form 990-EZ, ines 1 and 6b.
List events with gross receipts greater than $5,000.

(a) Event #1
ANNUAL FUNDRAI

(b) Event #2

(c) Other events

(d) Total events
(add column (a)
through column (c))

1 Gross receipts

mczm<m

2 Less Charitable contributions

(event type) {event type) (total number)
967,400. 967,400.
967,400. 967,400.

3 Gross income (line 1 minus line 2)

4 Cash prizes

5 Noncash prizes

6 Rent/facility costs

7 Food and beverages

Entertainment

9 Other direct expenses

D
1
R
E
(o
¢
E
x| 8

£
N
S
E
S

Direct expense summary Add lines 4 through 9 in column (d)
Net income summary Combine line 3, column (d), and Iine 10

$15,000 on Form 990-EZ, Iine 6a.

| Gaming. Complete If the organization answered 'Yes' to Form 990, Part IV, line 19, or reported more than

R (a) Bingo (b) Pull tabs/Instant (c) Other gaming (d) Total gaming
E bingo/progressive (add column (a)
\é bingo through column (c))
N
E
1 Gross revenue
2 Cash prizes
E
D X
,!, E 3 Non-cash prizes
EN
cs
T £l 4 Rent/faciity costs
5 Other direct expenses _
Yes % ||| Yes % |[_|Yes
6 Volunteer labor No No No

7 Direct expense summary Add hines 2 through 5 in column (d)

8 Net gaming income summary Combine lines 1, column (d) and hne 7

9 Enter the state(s) in which the organization operates gaming activities

a Is the organization licensed to operate gaming activities in each of these states?

b If 'No," explain

10a Were any of the organization’s gaming licenses revoked, suspended or terminated during the tax year?

b If 'Yes,' explain

TEEA3702L 01/2412

Schedule G (Form 990 or 990-E7) 2011




Sthedule G (Form 990 or 990-éZ) 2011 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 3
11 Does the organization operate gaming activities with nonmembers? D Yes D No

12 Is the orgamization a grantor, beneficiary or trustee of a trust or a member of a partnership or other entity formed to
administer chantable gaming? D Yes |___] No

13 Indicate the percentage of gaming activity operated in
a The orgamization’s facihty 13a
b An outside facility 13b %
14 Enter the name and address of the person who prepares the organization's gaming/special events books and records

o\

Name »

Address ™ _

15a Does the organization have a contact with a third party from whom the organization receives gaming revenue? DYes D No
b If 'Yes,' enter the amount of gaming revenue received by the organization » $ and the amount

of gaming revenue retained by the third party » $
c If "Yes,' enter name and address of the third party

Address > |

16 Gaming manager information

Description of services provided *»

D Director/officer |:| Employee |:| Independent contractor

17 Mandatory distributions
a Is the organmization required under state law to make charitable distributions from the gaming proceeds to retain the
state gaming license? |:|Yes D No
b Enter the amount of distributions required under state law to be distributed to other exempt organizations or spent in the
organization's own exempt activities during the tax year » $

[Part IV_| Supplemental Information. Complete this part to provide the explanations required by Part |, ine 2b,
columns () and (v), and Part Ill, ines 9, 9b, 10b, 15b, 15¢, 16, and 17b, as applicable. Also complete
this part to provide any additional information (see instructions).

SCHEDULE G - ADDITIONAL INFORMATION
FUNDRAISING EVENTS GENERATE INCOME FROM DONATIONS, SPONSORSHIPS AND AUCTIONS OF
DONATED PROPERTY

BAA TEEA3703L  05/20/11 Schedule G (Form 990 or 990-E£Z) 2011
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J ‘ OMB No 1545 0047
(SF%rI;'nEg[g)('iJ(';rEgg'B-Ez) Transactions With Interested Persons 2011

» Complete if the organization answered
‘Yes' on Form 990, Part IV, line 25a, 25b, 26, 27, 28a, 28b, or 28c,

Department of the T or Form 990- EZ Part V line 38a or 40b. Open to Public
Iiomal Bevenun Sereary » Attach to Form 990 or Form 990-EZ. > See separate instructions. Inspection
Name of the organization Employer identification number
CYSTINOSIS RESEARCH FOUNDATION 32-0067668

Part| |Excess Benefit Transactions (section 501(c)(3) and section 501(c)(4) organizations only)
Complete if the organization answered 'Yes' on Form 990, Part tV, ine 25a or 25b, or Form 990-EZ, Part V, line 40b.

(c) Corrected?

1 {a) Name of disqualified person (b) Description of transaction
Yes No

)
)
3)
)
()
(6)
2 Enter the amount of tax imposed on the organization managers or disqualified persons during the year under
section 4958 L]
3 Enter the amount of tax, if any, on hne 2, above, reimbursed by the organization > 5
| Part’ll#<] Loans to and/or From Interested Persons.
Complete if the orgamzation answered 'Yes' on Form 990, Part IV, line 26 or Form 990-EZ, Part V, line 38a.

{a) Name of nlerested person and purpose (b) Loan to or from (c) Onginal (d) Balance due (e) in defaull?| (f) Approved {g) Wnitten
the organization? principal amount by board o; agreement?
committee

To From Yes No Yes No Yes No

m
(¢4)]
(€)]
Q)]
()
®)
@
®
(€)]
(10)
Total >3 P I
'Part lll_| Grants or Assistance Benefiting Interested Persons.
Complete 1f the organization answered 'Yes' on Form 990, Part IV, line 27.

(a) Name of interested person (b) Relationship between interested person and (c) Amount and type of assistance
the organization

(U]

2)
3)
Q)]
()
©)
@
8)
(9
Q0
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule L (Form 990 or 990-EZ) 2011

TEEA4501L 01/19/12




Schedule L (Form 990 or 990-EZ) 201" CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 2
Part IV _|Business Transactions Involving Interested Persons.
Complete If the organization answered 'Yes' on Form 990, Part 1V, line 28a, 28b, or 28c

(a) Name of inlerested person (b) Retationship between (c) Amount of (d) Description of transaction (e) Shanng of
interested person and the transachion organization s
organization revenues?
Yes No
(1) KRIS K. ELFTMANN DIRECTOR SEE NOTE (1) X
(2 DONALD L. SOLSBY DIRECTOR SEE NOTE (2) X

3
@
&)
©
&)
®
©)
(10)
Part V | Supplemental Information
Complete this part to provide additional information for responses to questions on Schedule L (see instructions).

Schedule L (Form 990 or 990-E2) 2011
TEEA4501L 0119712



SCHEDULE M

OMB No 1545-0047

Noncash Contributions

» Complete if the organizations answered 'Yes'

(Form 990)

2011

on Form 990, Part IV, lines 29 or 30.
» Attach to Form 990.

Department of the Treasury
Internal Revenue Service

Open To Public
Inspection f

Name of the orgamization E identfi

ion

h.

I
ploy

CYSTINOSIS RESEARCH FOUNDATION

32-0067668

|Part!l?| Types of Property

(a)
Check If
apphcable

(b)
Number of
contributions or
items contnibuted

()
Noncash contribution
amounts reported on

Form 990,
Part VIII, line 1g

(d)
Method of determining
noncash contribution amounts

Art — Works of art

Art — Historical treasures

Art — Fractional interests

Books and publications IR
Clothing and household goods i -

Cars and other vehicles

Boats and planes

0O N B WN =

Intellectual property

©0

Securities — Publicly traded

-
o

Securities — Closely held stock

—
-l

Securities — Partnership, LLC, or trust interests

—
N

Securities — Miscellaneous

-
w

Qualified conservation contribution —
Historic structures

14 Qualified conservation contnbution — Other

15 Real estate — Residential

16 Real estate — Commercial

17 Real estate — Other

18 Collectibles

19 Food inventory

20 Drugs and medical supplies

21 Taxidermy

22 Historical artifacts

23 Scientfic specimens

24 Archeological artifacts

25 Other » (MISC 100 187,853.|SALES

26 Other» ( 777

27

@)
=
=2
I+
=
\J
~
— —

28 Other » (

29 Number of Forms 8283 received by the organization during the tax year for contributions for which the

organization completed Form 8283, Part IV, Donee Acknowledgement 29

30a During the year, did the organization receive by contribution any property reported in Part |, ines 1-28 that it must
hold for at least three years from the date of the imnitial contribution, and which 1s not required to be used for exempt
purposes for the entire holding period?

b If ‘Yes,' describe the arrangement in Part |l
31 Does the organization have a gift acceptance policy that requires the review of any non-standard contributions?
32a Does the organization hire or use third parties or related orgamzations to solicit, process, or sell
noncash contributions?
b If ‘Yes,' describe in Part |
If the organization did not report an amount in column (c) for a type of property for which column (a) is checked,
describe in Part It

33

Yes No

302 | X
31 T X
32a X

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990.

TEEA460IL 07/14/M1

Schedule M (Form 990) 2011



Schedule M (Form 990) 2011 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 2

tPart II-] Supplemental Information. Complete this part to provide the information required by Part I, lines 30b, 32b,
and 33, and whether the organization is reporting in Part |, column (b), the number of contributions, the
number of items received, or a combination of both. Also complete this part for any additional information.

BAA TEEA4602L 0711411 Schedule M (Form 990) 2011




Schedule M (Form 990) 2011~ CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 2

Part Il | Supplemental Information. Complete this part to provide the information required by Part |, lines 30b, 32b,
and 33, and whether the organization is reporting in Part |, column (b), the number of contributions, the
number of items received, or a combination of both Also complete this part for any additional information.

BAA TEEA4602L  07/14/11 Schedule M (Form 990) 2011




) . . OMB No 1545 0047
SCHEDULE O Supplemental Information to Form 990 or 990-EZ
(Form 990 or 990-E2) 201 1
Complete to provide information for responses to specific questions on -
Department of the T Form 990 or 990-EZ or to provide any additional information. v Open to Publlc o <:
foiomal Bovenue Seraa’y » Attach to Form 990 or 990-EZ. T Inspectlon e

Name of the organization Employer identification number

CYSTINOSIS RESEARCH FOUNDATION 32-0067668

_ . _TRANSLATIONAL CYSTINOSIS RESEARCH FOR BETTER TREATMENTS AND A CURE. CRF HAS BEEN __ _ _
__ _THE WORLD. THE MEMBERS ARE ACTIVELY INVOLVED IN THE GRANT REVIEW PROCESS AND ADVISE __
_ _ _RECOMMENDATIONS AND OFFER GENERAL RESEARCH GUIDELINES. IN 2006, THE FOUNDATION _ __ __

CURRENT FINDINGS, INCLUDING MOVING NOVEL THERAPEUTIC MODALITIES INTO HUMAN PATIENTS

AS QUICKLY AS POSSIBLE. THE CRF GENE THERAPY CONSORTIUM HOLDS THE FIRST REAL PROMISE
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 930 or 990-EZ TEEA490IL 07/14/11 Schedule O (Form 990 or 990-EZ) 2011




Schedule O (Form 990 or 990-EZ) 2017 Page 2

Name of the organization Employer identification number

CYSTINOSIS RESEARCH FOUNDATION 32-0067668

FORM 990, PART Ill, LINE 4B - PROGRAM SERVICE ACCOMPLISHMENTS

__ _CURE CYSTINOSIS INTERNATIONAL REGISTRY (CCIR) WAS LAUNCHED. IT IS THE FIRST AND ONLY _
__ _ACADEMIES OF ENGINEERING AND SCIENCE ON THE UCI CAMPUS. THE EVENT WILL BE ATTENDED __

TEEA4902L 07114111
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1

Schedule O (Form 990 or 990-EZ) 2011 Page 2

Name of the organization Employer identification number

CYSTINOSIS RESEARCH FOUNDATION 32-0067668

STATEMENTS AT ITS OFFICES IN IRVINE, CALIFORNIA. COPIES OF THESE DOCUMENTS ARE

AVAILABLE TO THE PUBLIC UPON REQUEST. OUR FORM 990 IS POSTED ON GUIDESTAR ON THE

TEEA4902L 07/14/11




2011 SCHEDULE O - SUPPLEMENTAL INFORMATION

PAGE 2
CYSTINOSIS RESEARCH FOUNDATION 32-0067668
FORM 990, PART XI, LINE 5
OTHER CHANGES IN NET ASSETS OR FUND BALANCES
NET UNREALIZED GAINS OR LOSSES ON INVESTMENTS s -31,195.
TOTAL $ -31,195.




2011 FEDERAL SUPPLEMENTAL INFORMATION PAGE 1

CYSTINOSIS RESEARCH FOUNDATION 32-0067668

SCHEDULE L - PART IV

NOTE (1)

DIRECTOR KRIS ELFTMANN IS THE OWNER OF NOELLE MARKETING GROUP WHICH PROVIDES
MARKETING SERVICES FOR THE FOUNDATION. TOTAL FEES PAID TO NOELLE MARKETING GROUP IN
2011 WERE $99,735.

NOTE (2)
DIRECTOR DONALD SOLSBY'S WIFE, ZOE SOLSBY, IS A CONSULTANT TO THE FOUNDATION. MRS.
SOLSBY RECEIVED COMPENSATION OF $29,850 IN 2011.

SCHEDULE B - PART I, ITEM 2 AND PART II, ITEM 1 - NON-CASH GIFTS

NOTE (3)
THE BALANCE CONSISTS OF APPROXIMATELY 100 NON-CASH GIFTS NONE OF WHICH EXCEEDED 2%
OF FORM 990, PART VIII, LINE 1(H)

SCHEDULE G - PART II
NOTE (4) - FUNDRAISERS

THE FOUNDATION HOLDS ANNUAL FUNDRAISING EVENTS. HOWEVER THE INCOME IS RECEIVED IN
THE FORM OF CHARITABLE CONTRIBUTIONS AND SO NO SEPARATE ACCOUNTING HAS BEEN SHOWN ON
SCHEDULE G. DIRECT COSTS OF THE FUNDRAISERS ARE SHOWN ON FORM 990, PART IX. CONTROL
OF FUNDS IS MAINTAINED BY THE FOUNDATION AND NOT THIRD PARTY PROFESSIONAL
FUNDRAISERS.




2011 FEDERAL SUPPORTING DETAIL

CYSTINOSIS RESEARCH FOUNDATION

PAGE 1

32-0067668

CONTRIBUTIONS, GIFTS, AND GRANTS
OTHER CONTRIBUTIONS, GIFTS, GRANTS, ETC.

CONTRIBUTIONS
GRANT CANCELLATION
NONCASH

s 1,233, 312.

109, 493.

-187,853.

TOTAL $ 1,154, 952.




